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Abstract

        

          
Background: The objective of this paper is to provide information about the quality (e. g. completeness, response) of long-term surveillance in German paediatric oncology and haematology based on the structures implemented by the German Childhood Cancer Registry (GCCR).


        

          
Methods: The GCCR contacts parents or patients to collect and update information on a minimal set of follow-up health status data (e. g. late relapses, subsequent neoplasms, current address) and exchanges this information regularly with the appropriate clinical trials.


        

          
Results: Between 2006 and 2010, GCCR approached a total of about 20 000 patients (contact at the age of 16 years, inquiry concerning the health status) in the context of long-term surveillance. 11 000 addresses of former patients had to be researched via municipal registrar's offices. The response rates ranged from 56% to 68%, the research in municipal offices provided 93–96% valid addresses. Of 46 115 patients diagnosed between 1980 and 2009, 25 283 are in long-term surveillance in 2010.


        

          
Discussion: Long-term surveillance requires considerable logistic effort at GCCR and requires that thousands of letters be mailed each year in order to ensure regularly updated information. Long-term surveillance is indispensable for a better understanding of late effects, subsequent neoplasms and quality of life of former childhood cancer patients.


      
        
Zusammenfassung

        

          
Hintergrund: Aufgrund der am Deutschen Kinderkrebsregister (DKKR) etablierten Strukturen werden Aussagen zur Qualität (z. B. Vollständigkeit, Response) der Langzeitnachbeobachtung (LZNB) in der deutschen pädiatrischen Onkologie und Hämatologie gemacht.


        

          
Methoden: Das DKKR aktualisiert durch Kontaktaufnahme mit Eltern und Patienten kontinuierlich Minimalinformationen zum Gesundheitszustand (z. B. Spätrezidive, sekundäre Neoplasien, die aktuelle Anschrift) und tauscht diese Informationen regelmäßig mit den Therapieoptimierungsstudien aus.


        

          
Ergebnisse: Zwischen 2006 und 2010 wurden insgesamt ca. 20 000 Patienten im Rahmen der LZNB durch das DKKR kontaktiert (persönliche Kontaktaufnahme, Anfragen zum Gesundheitszustand). Die Rücklaufraten lagen zwischen 56–68%. 11 000 aktuelle Adressen der ehemaligen Patienten wurden dazu über Einwohnermeldeämter recherchiert. Von den 46 115 zwischen 1980 und 2009 diagnostizierten Patienten befinden sich im Jahr 2010 25 283 in der LZNB.


        

          
Diskussion: Um die Aktualisierung minimaler Informationen regelmäßig zu gewährleisten, ist ein hoher logistischer Aufwand mit jährlichem Versand Tausender Briefe erforderlich. Die Langzeitnachbeobachtung ermöglicht ein besseres Verständnis der Spätfolgen, sekundären Neoplasien und der Lebensqualität von ehemals an Krebs erkrankten Kindern.


      

Key Words

follow-up - long-term surveillance - childhood - cancer - registry - late effects




Schlüsselwörter

Langzeitnachbeobachtung - Kindheit - Krebs - Register - Spätfolgen





[bookmark: ]
Ergänzendes Material

	
Supplementary Material











	
[bookmark: R0285REV-1]1 
              Blaauwbroek R, Groenier KH, Kamps WA. et al .
              Late effects in adult survivors of childhood cancer: the need for life-long follow-up. 
              Ann Oncol. 
              2007a; 
              18 
              1898-1902 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-2]2 
              Blaauwbroek R, Stant AD, Groenier KH. et al .
              Health-related quality of life and adverse late effects in adult (very) long-term childhood cancer survivors. 
              Eur J Cancer. 
              2007; 
              43 
              122-130 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-3]3 
              Calaminus G, Kaatsch P. 
              Positionspapier der Gesellschaft für Pädiatrische Onkologie und Hämatologie (GPOH) zu (Langzeit-)Nachbeobachtung, (Langzeit-)Nachsorge und Spätfolgenerhebung bei pädiatrsich-onkologischen Patienten. 
              Klin Padiatr. 
              2007; 
              219 
              173-178 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-4]4 
              Calaminus G, Weinspach S, Teske C. et al .
              Quality of survival in children and adolescents after treatment for childhood cancer: the influence of reported late effects on health related quality of life. 
              Klin Padiatr. 
              2007; 
              219 
              152-157 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-5]5 
              Creutzig U, Herold R, Henze G. 
              Results of the Competence Net Pediatric Oncology and Haematology – a view back. 
              Klin Padiatr. 
              2010; 
              222 
              333-336 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-6]6 
              Debling D, Spix C, Blettner M. et al .
              The cohort of long-term survivors at the German childhood cancer registry. 
              Klin Padiatr. 
              2008; 
              220 
              371-377 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-7]7 
              Dieluweit U, Debatin KM, Grabow D. et al .
              Educational and vocational achievement among long-term survivors of adolescent cancer in Germany. 
              Pediatr Blood Cancer. 
              2011a; 
              56 
              432-438 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-8]8 
              Dieluweit U, Debatin KM, Grabow D. et al .
              Social outcomes of long-term survivors of adolescent cancer. 
              Psychooncology. 
              2010; 
              19 
              1277-1284 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-9]9 
              Dieluweit U, Seitz D, Besier T. et al .
              Utilization of psychosocial care and oncological follow-up assessments among German long-term survivors of cancer with onset during adolescence. 
              Klin Padiatr. 
              2011; 
              223 
              153-159 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-10]10 
              Edgar AB, Morris EM, Kelnar CJ. et al .
              Long-term follow-up of survivors of childhood cancer. 
              Endocr Dev. 
              2009; 
              15 
              159-180 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-11]11 
                  Gemeinsamer Bundesausschuss.
                 .(Inkrafttreten am 01. Januar 2007) “Vereinbarung des Gemeinsamen Bundesausschusses über Maßnahmen zur Qualitätssicherung für die stationäre Versorgung von Kindern und Jugendlichen mit hämato-onkologischen Krankheiten gemäß § 137 Abs. 1 Satz 3 nr. 2 SGB V für nach § 108 SGB V zugelassene Krankenhäuser (Vereinbarung zur Kinderonkologie); http://www.g-ba.de/downloads/62-492-395/Vb-QS-Kinderonkologie_2009-12-17.pdf In: Gemeinsamer Bundesausschuss 2006 







	
[bookmark: R0285REV-12]12 
              Goldsby RE, Ablin AR. 
              Surviving childhood cancer; now what? Controversies regarding long-term follow-up. 
              Pediatr Blood Cancer. 
              2004; 
              43 
              211-214 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-13]13 
              Goldsby RE, Taggart DR, Ablin AR. 
              Surviving childhood cancer: the impact on life. 
              Paediatric Drugs. 
              2006; 
              8 
              71-84 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-14]14 
              Grabow D, Lacher C, Kaatsch P. 
              Former childhood cancer patients need a competent help desk. 
              Klin Padiatr. 
              2011; 
              223 
              188-189 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-15]15 
              Hawkins MM, Robison LL. 
              Importance of clinical and epidemiological research in defining the long-term clinical care of pediatric cancer survivors. 
              Pediatr Blood Cancer. 
              2006; 
              46 
              174-178 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-16]16 
              Jereb B. 
              Model for long-term follow-up of survivors of childhood cancer. 
              Med Pediatr Oncol. 
              2000; 
              34 
              256-258 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-17]17 
              Kaatsch P. 
              German Childhood Cancer Registry and its favorable setting. 
              Bundesgesundheitsblatt Gesundheitsforschung Gesundheitsschutz. 
              2004; 
              47 
              437-443 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-18]18 
              Kaatsch P, Blettner M, Spix C. et al .
              Follow-up of long-term survivors after childhood cancer in Germany. 
              Klin Padiatr. 
              2005; 
              217 
              169-175 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-19]19 
              Kaatsch P, Debling D, Blettner M. et al .
              Second malignant neoplasms after childhood cancer in Germany – results from the long-term follow-up of the German Childhood Cancer Registry. 
              Strahlenther Onkol. 
              2009a; 
              185 
              8-10 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-20]20 
              Kaatsch P, Haaf G, Michaelis J. 
              Childhood malignancies in Germany – methods and results of a nationwide registry. 
              Eur J Cancer. 
              1995; 
              31A 
              993-999 
            





PubMedGoogle Scholar





	
[bookmark: R0285REV-21]21 
              Kaatsch P, Reinisch I, Spix C. et al .
              Case-control study on the therapy of childhood cancer and the occurrence of second malignant neoplasms in Germany. 
              Cancer Causes Control. 
              2009b; 
              20 
              965-980 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-22]22 
              Ness KK, Leisenring W, Goodman P. et al .
              Assessment of selection bias in clinic-based populations of childhood cancer survivors: a report from the childhood cancer survivor study. 
              Pediatr Blood Cancer. 
              2009; 
              52 
              379-386 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-23]23 
              Oeffinger KC, Hudson MM. 
              Long-term complications following childhood and adolescent cancer: foundations for providing risk-based health care for survivors. 
              CA Cancer J Clin. 
              2004; 
              54 
              208-236 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-24]24 
              Oeffinger KC, Mertens AC, Sklar CA. et al .
              Chronic health conditions in adult survivors of childhood cancer. 
              N Engl J Med. 
              2006; 
              355 
              1572-1582 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-25]25 
              Oeffinger KC, Nathan PC, Kremer LC. 
              Challenges after curative treatment for childhood cancer and long-term follow-up of survivors. 
              Hematol Oncol Clin North Am. 
              2010; 
              24 
              129-149 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-26]26 
              Oeffinger KC, Robison LL. 
              Childhood cancer survivors, late effects, and a new model for understanding survivorship. 
              JAMA. 
              2007; 
              297 
              2762-2764 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-27]27 
              Peeters J, Meitert J, Paulides M. et al .
              Health-related quality of life (HRQL) in all-patients treated with chemotherapy only: a report from the late effects surveillance system in Germany. 
              Klin Padiatr. 
              2009; 
              221 
              156-161 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-28]28 
              Seitz DC, Besier T, Debatin KM. et al .
              Posttraumatic stress, depression and anxiety among adult long-term survivors of cancer in adolescence. 
              Eur J Cancer. 
              2010a; 
              46 
              1596-1606 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-29]29 
              Seitz DC, Hagmann D, Besier T. et al .
              Life satisfaction in adult survivors of cancer during adolescence: what contributes to the latter satisfaction with life?. 
              Qual Life Res. 
              2011; 
              20 
              225-236 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-30]30 
              Spix C, Mergenthaler A, Kaatsch P. 
              Data exchange between the German Childhood Cancer Registry and the Epidemiological Cancer State Registries. 
              Klin Padiatr. 
              2009; 
              221 
              398-399 
            





Article in Thieme ConnectPubMedGoogle Scholar





	
[bookmark: R0285REV-31]31 
              Taylor A, Hawkins M, Griffiths A. et al .
              Long-term follow-up of survivors of childhood cancer in the UK. 
              Pediatr Blood Cancer. 
              2004; 
              42 
              161-168 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-32]32 
              Wallace WH, Blacklay A, Eiser C. et al .
              Developing strategies for long term follow-up of survivors of childhood cancer. 
              BMJ. 
              2001; 
              323 
              271-274 
            





CrossrefPubMedGoogle Scholar





	
[bookmark: R0285REV-33]33 
              Yeazel MW, Oeffinger KC, Gurney JG. et al .
              The cancer screening practices of adult survivors of childhood cancer: a report from the Childhood Cancer Survivor Study. 
              Cancer. 
              2004; 
              100 
              631-640 
            





CrossrefPubMedGoogle Scholar








Correspondence


[bookmark: SIG1]Dr. Desiree Grabow



German Childhood Cancer




Registry (GCCR)




Institute for Medical




Biostatistics, Epidemiology and




Informatics (IMBEI)




University Medical Center




Mainz




55101 Mainz




Germany




Phone: +49/6131/17 31 09




Fax: +49/6131/17 44 62




Email: desiree.grabow@unimedizin-mainz.de











	
Supplementary Material






	
Supplementary Material











  >
  
  

    
  

  
    
      
        

      

    

    
      
        
        


      

    

  


  

  
  
    
      
      
    
    
      
        
        
      

    
  




  
  
    
      
      
    
    
      
        
        
      

    
  



  







    
    


















  






      

      

  
    Top of Page
  

  
    
      ©  Georg Thieme Verlag KG | 
      
      
        Imprint |
        Privacy policy statement |
      
      Smartphone Version
      

      
        Your Current IP Address: 34.207.100.160
      

    

    

  




      


  
    
  
  
  
    
    
      
        
        
        
        
      
      
      
      
    
  
  




    

    






    

    
      
        
      
    

    
    


    
      
      
      
    

  